
Survival rates of childhood cancer have 
increased over past decades, but around 25% 
of children diagnosed with cancer eventually 
die.1 The majority of children with cancer die 
at home,2 highlighting the role of community 
healthcare professionals, particularly GPs, 
in caring for children with advanced cancer. 
Although GPs are confronted with palliative 
care for adults on a regular basis, the death 
of a child with cancer is rare. 

WHAT IS PAEDIATRIC PALLIATIVE CARE?
The World Health Organization (WHO) 
defined paediatric palliative care as: ‘the 
active total care of the child’s body, mind and 
spirit, and also involves giving support to the 
family. It begins when illness is diagnosed, 
and continues regardless of whether or not 
a child receives treatment directed at the 
disease. Health providers must evaluate and 
alleviate a child’s physical, psychological, 
and social distress. Effective palliative care 
requires a broad multidisciplinary approach 
that includes the family and makes use of 
available community resources; it can be 
successfully implemented even if resources 
are limited. It can be provided in tertiary care 
facilities, in community health centres and 
even in children’s homes.’3 

LEARNING FROM ADULT PALLIATIVE CARE 
A systematic review showed that patients 
value the involvement of GPs in palliative care 
for adults: they play a key role in providing 
continuity of care, they know the family very 
well, and fulfil a coordinating role in palliative 
care at home. In general, GPs deliver high-
quality palliative care.4 Reported difficulties 
are about managing the patients’ symptoms, 
especially those symptoms that are very 
difficult to treat, or that rarely occur.4,5

As well as parallels between palliative care 
for adults and paediatric palliative care, there 
are also differences.6 Children suffer from 
different types of cancer, and consequently 
there are differences in symptoms and 
suffering.7 Other important differences 
are the developmental stage of the child, 
communication about death and dying, and 
psychological factors.8–10 Children have a 
different understanding of death compared 
with adults.8 Himelstein et al previously 
described the stages of development of the 
concept of death in children, which is relevant 
for GPs.8 Communication with children with 
cancer about death and dying may be difficult, 

as parents and/or healthcare professionals 
may fear upsetting the child.9,10 Such concern 
may be unnecessary: research has shown 
that parents who talked with their child with 
incurable cancer about death and dying tend 
not to regret such communication, whereas 
parents who did not talk tend to regret not 
doing so.9,10 Lastly, paediatric palliative care, 
more so than adult palliative care, focused on 
families, involving not only parents but also 
siblings and other family members.8 

THE ROLE OF GENERAL PRACTICE
Charlton states: ‘Palliative or end-of-life care 
is very much the domain of the generalist and 
not the specialist.’11 A study on adult palliative 
care patients showed that active involvement 
of GPs during the palliative phase facilitates 
the possibility of dying at home.12 In the 
paediatric setting, most children and their 
parents prefer to stay at home during the 
palliative phase.2,13 Hynson et al described 
advantages for the child and family of being 
at home, such as privacy, the presence of 
siblings, and parents feeling in control.13 

PROVIDING CONTINUITY OF CARE
Parents highly value continuity of care.14 
Moreover, continuity of care is positively 
associated with parental long-term 
psychological functioning.14 GPs can play an 
essential role in providing this.4 To meet 
these expectations, GPs should be involved 
in care from the onset a child receives the 
diagnosis of childhood cancer to bridge the 
gap between highly specialised care and 
community healthcare professionals.13 A 
systematic review on palliative care for adult 
patients highlights the need to clarify roles of 
the involved healthcare professionals.15 When 
it becomes clear that a child cannot be cured 
and home is the preferred place of death, 
the paediatric oncologist and responsible 
GP should meet and make arrangements, 
in particular concerning who is primarily 
responsible for the child’s care. At this stage, 
care can gradually be handed over to the GP 
(Figure 1). Close collaboration between GPs 
and community nurses is crucial.

COMMUNICATION RECOMMENDATIONS
Previous studies have stressed the 
importance of open and honest 
communication in paediatric palliative care.14 
Parents’ long-term level of grief is positively 
influenced by good communication during 

the paediatric palliative phase.14 Facilitators 
for improving communication between the 
GP and adult palliative care patients that 
may also be important in a paediatric setting 
include, for example: being accessible and 
available; taking time; listening carefully; 
talking in non-medical language; and being 
honest and straightforward.16

OPTIMAL SYMPTOM MANAGEMENT
Children with cancer at the end of life often 
suffer from symptoms such as fatigue, 
pain, dyspnoea, and poor appetite.7 Despite 
the efforts of healthcare professionals, 
treatment is not always successful.7 One 
of the challenges in optimal symptom 
management is assessing the presence and 
severity of the child’s symptoms. Children 
are not always able to indicate to what extent 
they suffer because of their age or because 
they cannot always communicate clearly. If 
children are unable to communicate, parents 
can be involved and can be a proxy to estimate 
the child’s level of suffering, taking non-
verbal cues of the child into consideration. 
Also, prescribing medication requires that 
GPs are familiar with dosage calculation 
and application schemes for children. There 
are several national guidelines available 
for symptom management during the 
paediatric palliative phase, although a lot 
remains unknown.17 Further, the effect of 
symptom management should be evaluated 
by the GP. Although this may seem obvious, 
this is often lacking in clinical practice. To 
support GPs, especially in palliative care 
for children, consultation-based contact with 
a (specialised) hospital-based paediatric 
palliative care team might be helpful.

ADEQUATE BEREAVEMENT CARE
The loss of a child is associated with long-term 
psychological problems, and parents are at 
increased risk for traumatic grief.14 Parents’ 
experiences with the provided paediatric 
palliative care are associated with the long-
term level of grief.14 In particular, the severity 
of the child’s symptoms and uncontrolled 
pain are associated with higher levels of 
grief, whereas good communication and 
continuity of care are associated with lower 
levels.14 Alongside the impact for parents, the 
child’s death also affects siblings.18 Attention 
after the child’s death is often focused at 
parents (the main caregivers for their child); 
consequently, siblings can feel abandoned.18 
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In a previous study on the wellbeing of 
bereaved siblings of children with cancer we 
showed that the death of a child may have 
negative consequences for bereaved siblings, 
even after many years.18 Support for siblings 
should be better organised.18 GPs play an 
important role in follow-up of parents and 
siblings, and, if necessary, in referring them 
to other healthcare professionals.

A NEED TO EDUCATE GPs?
GPs should have knowledge of providing 
basic (paediatric) palliative care at home. But 
as the death of a child is rare, training GPs 
in complex and highly variable situations of 
paediatric palliative care is not very efficient. 
GPs should be aware of the available 
resources for expert advice, which requires 
good collaboration among healthcare 
professionals. Consultation-based contact 
with a (specialised) hospital-based palliative 
care team that is also available during out-
of-hours may be an efficient approach.15 

CONCLUSION 
Many aspects of paediatric palliative care are 
similar to adult palliative care. However, the 
emotional impact of a child dying of cancer is 
enormous both for the GP and the family.19 

Although it happens rarely during a GP’s 
career, it is a memorable event.19 Continuity 
of care and facilitated collaboration between 
hospital and primary care, and between 
primary healthcare professionals, are 
essential. A consultation-based contact with 
a specialised palliative care team to support 
the GP can be helpful.
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Phase 1 = Phase determined by the message that curative treatment is no longer an option  

Phase 2 = Child goes home, gradual transfer of care to primary care. Depending on the 
disease progression and complications, this can be very short or last for months, or 
sometimes even years.

Phase 3 = Terminal phase 

Phase 4 = Phase from the moment the child dies until the funeral or cremation 

Phase 5 = Everlasting bereavement phase 

1 5432

 = Primary care, such as GP, community nurses

 = Tertiary care, such as multidisciplinary paediatric oncology team

Figure 1. Phases of palliative care.
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